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My PD Story

• My sister Barb was diagnosed at 50

• Recently she was in the ER for a side effect 

from a motion sickness contraindicated 

med that was prescribed for her. 

• While in the ER- They refused to give 

her meds from her pill pack- until I 

arrived and advocated for her. 

I understand the importance of preparing for a hospital visit.



Understanding the Risks

In this year alone, 4 of every 12 

people with Parkinson’s will visit 

the hospital.



Understanding the Risks

3 of the 4 won’t get the 

right medicine on time.

In this year alone, 4 of every 12 

people with Parkinson’s will visit 

the hospital



Understanding the Risks

2 of the 3 will have 

complications as a 

result.

3 of the 4 won’t get the 

right medicine on time.

In this year alone, 4 of every 12 

people with Parkinson’s will visit 

the hospital



Medication Changes

Missed: 

• Medications are 
missed entirely by 
error, often because 
PD is not mentioned 
or listed in the 
electronic medical 
record (EMR) if the 
presenting issue is 
not explicitly and 
directly related to PD.

Omitted: 

• Medication is 
withheld 
intentionally when a 
clinician incorrectly 
assumes that

• NPO indicates that 
PD medications 
should also be 
omitted

• Severe difficulty 
swallowing 
(dysphagia) justifies 
the omission of 
medication. 

Delayed: 

• Medications are not 
distributed 
precisely at the 
home schedule, but 
rather follow the 
standard one-hour 
window and/or were 
set to the hospital 
standard distribution 
schedule.

Substituted: 

• Distribution of 
medication other 
than the exact 
medication taken by 
the patient because it 
is not available on 
formulary. Improper 
substitutions include 
exchanging:

• Immediate release 
and continuous 

• Generic and name 
brand. 



Avoiding the Symptom Spiral



The Hospital Safety Guide

Parkinson.org/HospitalSafety

• Free Resource for the Parkinson’s 

community 

• Use to prepare before you need it

• Bring to the hospital as a tool during a 

medical emergency

• Bring to the hospital as a tool during a 

planned medical procedure



Planning Ahead



Preparing for a Hospital Stay

✓ Step 1: Carry Parkinson’s identification in case of an emergency 
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Preparing for a Hospital Stay

Step 1: Carry Parkinson’s identification in case of an emergency 

✓ Step 2: Prepare a hospital “go bag,” containing: 

• Your Parkinson’s Foundation Hospital Safety Guide 

• Completed Medication Form, signed Doctor’s Letter 

• Current medications labeled in pharmacy bottles 

• Completed Advance Directives 

• Your DBS remote, if applicable 
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Preparing for a Hospital Stay

Step 1: Carry Parkinson’s identification in case of an emergency 

     Step 2: Prepare a hospital “go bag,” containing: 
• Your Parkinson’s Foundation Hospital Safety Guide 

• Completed Medication Form, signed Doctor’s Letter 

• Current medications labeled in pharmacy bottles 

• Completed Advance Directives 

• Your DBS remote, if applicable 

✓ Step 3: Choose a hospital care partner to accompany you in the 

hospital 



The Role of Care Partners in the Hospital

Think about all your options when selecting someone to support and 
advocate for you in the hospital: 

• Your primary care partner 

• An adult child

• A sibling 

• A close friend

• A paid professional advocate

Make sure that they → Understand you and your needs

Make sure that you → Sign any required documents in advance to 
ensure they can speak on your behalf



Communicating Your Needs

• Preparation and clear communication can help you 

minimize complications and recovery time.

• The Parkinson’s Foundation – together with people impacted 

by Parkinson’s, healthcare professionals and specialists – 

developed the Five Parkinson’s Care Needs to help you and 

your hospital care partners communicate your needs during 

a hospital visit. 



My Five Parkinson’s Care Needs

I need my 
hospital chart to 

include my 
exact 

medications and 
reflect my at-

home schedule.

I need to take 
my Parkinson’s 

medications 
within 15 

minutes of my 
usual schedule.

I need to avoid 
medications that 

make my PD 
worse.

I need to move 
my body as 
safely and 

regularly as 
possible, ideally 

three times a 
day.

I need to be 
screened for 
swallowing 
changes.



My Five Parkinson’s Care Needs

Need 1: I need 
my hospital 

chart to include 
my exact 

medications and 
reflect my at-

home schedule.

Need 2: I need 
to take my 

Parkinson’s 
medications 

within 15 
minutes of my 

usual schedule.

Need 3: I need 
to avoid 

medications that 
make my PD 

worse.

Need 4: I need 
to move my 

body as safely 
and regularly as 
possible, ideally 

three times a 
day.

Need 5: I need 
to be screened 
for swallowing 

changes.
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My Five Parkinson’s Care Needs

Need 1: I need 
my hospital 

chart to include 
my exact 

medications and 
reflect my at-

home schedule.
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to take my 

Parkinson’s 
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worse.

Need 4: I need 
to move my 

body as safely 
and regularly as 
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three times a 
day.

Need 5: I need 
to be screened 
for swallowing 

changes.
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My Five Parkinson’s Care Needs

Need 1: I need 
my hospital 

chart to include 
my exact 

medications and 
reflect my at-

home schedule.
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worse.
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to move my 

body as safely 
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three times a 
day.

Need 5: I need 
to be screened 
for swallowing 

changes.
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My Five Parkinson’s Care Needs
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my hospital 
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Need 3: I need 
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to move my 
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My Five Parkinson’s Care Needs

Need 1: I need 
my hospital 

chart to include 
my exact 

medications and 
reflect my at-

home schedule.

Need 2: I need 
to take my 

Parkinson’s 
medications 

within 15 
minutes of my 

usual schedule.

Need 3: I need 
to avoid 

medications that 
make my PD 

worse.

Need 4: I need 
to move my 

body as safely 
and regularly as 
possible, ideally 

three times a 
day.

Need 5: I need 
to be screened 
for swallowing 

changes.
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How to Order Your Guide

Step 1: Visit

Parkinson.org/HospitalSafety 

Step 2: Scroll down until you 

see “Order your free 

Hospital Safety Guide” 

Step 3: Click “Order Now” 

and complete the 

Publications Order Form



Prepare Today!

✓ Order and/or download the free Hospital Safety Guide. Visit 

Parkinson.org/HospitalSafety to learn more.

✓ Review the 5 Parkinson’s Care Needs

✓ Complete the Step-by-Step Hospital Planner

✓ Prepare your hospital “go bag”

✓ Do not wait for an emergency — talk with family and friends to choose the best 

person to fill the role of Hospital Care Partner

Questions? Contact the Parkinson’s Foundation Helpline:

1-800-4PD-INFO (1-800-473-4636)  Helpline@Parkinson.org
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